Objective : To gain insight into decisions made in general practice about the end of life. Design : Study I: interviews with 405 physicians. Study II: analysis of death certificates with data obtained on 5197 cases in which decisions about the end of life may have been made. Study III: prospective study with doctors from study I: questionnaires used to collect information about 2257 deaths. The information was representative for all deaths in the Netherlands. Results : Over two fifths of all patients in the Netherlands die at home. General practitioners took fewer decisions about the end of life than hospital doctors and doctors in nursing homes (34%, 40%, and 56% of all dying patients, respectively). Specifically, decisions to withhold or withdraw treatment to prolong life were taken less often. Euthanasia or assisted suicide, however, was performed in 3.2% of all deaths in general practice compared with 1.4% in hospital practice. In over half of the cases concerning pain relief or non-treatment general practitioners did not discuss the decision with the patient, mostly because of incapacity of the patient, but in 20% of cases for "paternalistic" reasons. Older general practitioners discussed such decisions less often with their patients. Colleagues were consulted more often if the general practitioner worked in group practice. Conclusion : Differences in work situation between general practitioners and hospital doctors and differences between the group of general practitioners contribute to differences in the number and type of decisions about the end of life as well as in the decision making process.
Introduction
General practitioners as well as hospital doctors and doctors in nursing homes are increasingly confronted with medical decisions about the end of life. This is partly because of the growing number of technologies to prolong life and an increase in the prevalence of chronic diseases in an aging population. A weakening of the taboo of discussing death and dying may also have contributed to the number of cases in which such decisions have to be taken.
In 1990-1 we performed the first nationwide study on decisions about the end of life in medical practice.*RF 1-3* The purpose of this article is to give insight into such decisions made by the general practitioners. We compared the occurrence of these decisions in general practice -that is, in patients' homes -with that in hospital and in nursing homes. We also studied differences between general practitioners in the decision making process.
In the Netherlands there are several important differences between general practitioners and hospital doctors. Most general practitioners practise single handedly so they are less audit oriented. General practitioners have a long standing relationship with most of their patients. They visit patients at home if required. They function as gatekeepers of clinical medicine. Together with the fact that most patients prefer to die at home, these could all be reasons for differences in the number and type of decisions about the end of life and in the decision making process.
Methods
In 1990 the Dutch government set up a committee chaired by Professor Remmelink, attorney general of the Dutch Supreme Court, to provide information on euthanasia and other decisions about the end of life. We were asked by the committee to do this study. The term "end of life decision" covers all decisions by physicians concerning actions aimed at hastening death or actions for which the physician takes into account the probability that the patient will die sooner. The end of life decisions considered were euthanasia or assisted suicide (both active and at the patient's explicit request); life terminating acts without explicit request 4 ; decisions to withhold or withdraw treatment that would probably prolong life, including decisions to refrain from further diagnosis; and decisions to alleviate pain or symptoms with the probable result of shortening life.
We undertook three studies. We give only a brief summary of the methods because they are described in more detail elsewhere.*RF 1-3* The end of life decisions were classified on the basis of three questions: what did the physician do? what was the physician's intention? and did the patient request this end of life decision? If, for example, the physician had administered a drug with the explicit purpose of ending the patient's life at the patient's explicit request this decision was classified as euthanasia (studies II and III). In the interview study we could use the term euthanasia because in that setting apparent misconceptions about the definition generally used in the Netherlands could be corrected. 5 Interview study (study I)
We interviewed a stratified random sample of physicians who had practised in their current job for at least two years. Stratification was according to type of specialty. In all we invited 447 physicians, but 41 (9%) refused to participate, mainly because of lack of time (an interview lasted 2 1/2 hours on average). One interview, however, yielded useless information. Hence only 405 respondents remained. Of the 405 physicians interviewed, 152 were general practitioners, 50 were doctors in nursing homes, and 203 were hospital doctors (cardiologists, surgeons, internists, pulmonologists, and neurologists). For each type of decision the physician was asked if he or she had ever made such a decision. If so, we asked detailed questions about characteristics of the patient and the decision. In the Netherlands all deaths are reported to Statistics Netherlands. A stratified sample of death certificates was studied for the period August to November 1990. Stratification was based on the probability that an end of life decision had been made. So the forms detailing cause of death for all 41 587 deaths that occurred during this period were examined by two physicians and assigned to one of five groups. When the cause of death precluded the possibility of any kind of end of life decision -for example, a road traffic accident resulting in instant death -the case was assigned to group 0 and no questionnaire was sent. When the chance of an end of life decision was thought to be high -for example, in most deaths from cancer -the case was classified into group 4. There were six times as many cases in group 4 as there were in group 1 (0.5% and 0.083%, respectively).
Of all deaths in the study period, 6942 cases were drawn. Of these, 299 belonged to group O. Anonymous questionnaires were sent to the attending physicians in the 6643 cases in groups 1 to 4. Of these 5038 (76%) were returned. Our results are based on 5197 cases. The physician was asked if an end of life decision had been made. If so further questions were asked. If more than one end of life decision had been made the questions concerned only the most important decision. If, for example, a decision not to treat had been made and (later on) euthanasia was performed the most important end of life decision was euthanasia, and further questions concerned euthanasia rather than the decision not to treat.
A weighting procedure was applied to derive valid estimates for the whole population of dead people. The weights were derived after subdivision of the sample according to place of death, cause of death, age, and sex. 3 Prospective study (study III)
All interviewees of study I were asked to participate in a prospective study and 324 (80%) agreed. For all patients who died in the six months after study I and for whom the interviewees had been the attending physician they filled in the same questionnaire as used in study II. A total of 2257 deaths were described.
The best basis for quantitative estimates is study II because of the greater number of deaths and the sampling method, which was based on individual deaths. Results of the other studies are mentioned if they differed notably from those in study II or if they contained relevant extra information not available from study II.
Results
In 1990 about 129 000 deaths occurred in the Netherlands: 42% at home, 41% in hospital, and 16% in nursing homes. Given the total number of physicians per specialty, the yearly average of deaths was nine for general practitioners, 16 for hospital doctors, and 33 for doctors in nursing homes. Table I shows some characteristics of patients according to the type of attending doctor. The mean age of patients who died in general practice was 74 years, in hospital 71 years, and in nursing homes 81 years. Cancer was the most common diagnosis in patients dying at home. Cardiovascular diseases and diseases of the nervous system, including stroke, were the most common causes in hospital and nursing homes, respectively.
General practitioners took fewer end of life decisions than hospital doctors and doctors in nursing homes (34%, 40%, and 56% of all dying patients, respectively). This difference was mostly because of a larger proportion of sudden deaths in general practice. If sudden deaths were excluded from the denominator, the numbers were 54%, 54%, and 67%, respectively. Table II presents the distribution of end of life decisions made for each type of physician (excluding sudden deaths). Decisions about pain relief and non-treatment were commonly made by all physicians. The withholding of antibiotics and no (further) diagnosis were the non-treatment decisions most often made in general practice (study I). In 1990, three end of life decisions were made for each general practitioner, six for each hospital doctor, and 18 for each doctor in a nursing home. However, general practitioners performed euthanasia or assisted suicide three times more often than the other physicians. This would imply one case of euthanasia or assisted suicide every three years for general practitioners, once in four years for clinicians, and once in 14 years for doctors in nursing homes. 
Variables of patients General practitioners Hospital doctors nursing homes Total 
*Percentages are based on weighted data, so cannot be calculated directly from absolute numbers. 
Doctors in
Decision General practitioners Hospital doctors nursing homes Total Pain relief or decisions not to treat, or both, were not discussed with the patient in over half (54%) of the cases in general practice. In such cases the family was involved in over half of them. Table III shows the reasons for not discussing these decisions with the patient. In most cases this was related to the incapacity of the patient because of diminished consciousness or dementia. In a fifth of cases the general practitioners answered that they had not discussed the decision because they considered it as the best for the patient or because a discussion would have done more harm than good. From here on these reasons are called "paternalistic," which is meant here to be a neutral term rather than a pejorative term.
Tables IV and V present the characteristics of patients and physicians that were significantly related to the proportion of patients or colleagues with whom the general practitioner had discussed an end of life decision. (Tables IV and V are based on results from study III because it contained background information on the physicians, which was not available in study II). No significant relations were found with sex of patient or of general practitioner, type of practice (singlehanded or other), region, and degree of urbanisation. Logistic regression analysis showed that the competence of the patient, consultation with a colleague, shortening life by more than one week, and the general practitioner being under 50 were all significantly and independently associated with the proportion of patients with whom the decision had been discussed. 
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General practitioners Hospital doctors nursing homes Total 
-------------------------------------------------------------------------% Of general practitioners who discussed decision
Characteristic with patient
Age of patient (years)***:
Competence of patient***:
Competent or competence uncertain (n=122)(dagger) 80
Not competent (n=58)(double dagger) 9
Consultation with colleague***:
No (n=104) 36
How long life was shortened (weeks) <1 (n=127) 47
>=1 (n=53) 79
Age of general practitioner (years)**:
General practitioner religious:
No (n=105) 64
Size of practice*:
***P<0.001; **0.001<P<0.01; *0.01<P<0.05 on X 2 test.
(dagger)In cases in which competence was uncertain researchers were not
The consultation of a colleague was significantly (P<0.05) related to the characteristics mentioned in table V (data from study III). Logistic regression analysis showed that discussion with the patient, younger age of the patient, shortening life by more than one week, and working in group practice were all significantly and independently associated with the proportion of decisions in which a colleague had been consulted.
Discussion
In the Netherlands other investigators have found similar estimates for the incidence of euthanasia or assisted suicide in general practice and in nursing homes. 6 They have not, however, studied other end of life decisions. The strength of our research lies in the high response rate in the three studies. The fact that the research data used for analysis were completely anonymous and immunity against legal prosecution based on the data was guaranteed, strengthens our conviction that the physicians answered honestly and that no serious biases exist in the material.
Decisions based on trust
The number and kind of end of life decisions in general practice differed from those in hospital practice. A higher proportion of sudden deaths in general practice reduces the possibility or necessity of making end of life decisions such as the relief of pain or symptoms with opioids and the withholding or withdrawal of treatment. Euthanasia or assisted suicide, however, is performed three times more often in general practice than in other practices. We attribute this difference to the generally long standing relationship between patient and physician in general practice. This forms the basis for sufficient mutual trust, which is needed in order to ask for and perform euthanasia. 7 In the Netherlands there is a strongly developed system of primary care. 8 Virtually everyone has his or her own general practitioner. Patients change their general practitioner only when they move to another area in most cases. Another explanation may be that terminally ill patients who are able to request euthanasia also strongly prefer to die at home. In the interview study (study I) we found that of the patients who obtained euthanasia at home, 79% had chosen to die there and of those who obtained euthanasia in hospital, 45% had chosen to die there.
The longstanding relationship between patient and general practitioner could also be one of the reasons for the relatively large proportion of "paternalistic" reasons for not discussing the decisions about pain relief or non-treatment with patients. General practitioners are in general more familiar with the backgrounds of their patients, with the patients' relatives, and with the patients' past and present illnesses. This is perhaps why they more easily assume that they know what is best for the patient or that they will harm the patient by discussing these subjects. This paternalistic approach conflicts with the principle of autonomy. 9, 10 In different countries general practitioners have different opinions about the optimum balance between beneficence and autonomy; more general practitioners than in the United States or Britain choose to share information with patients about difficult medical decisions. 11 As we have said, paternalistic in this context does not necessarily have a negative connotation. In some cases of terminally ill patients dying at home there is probably a tacit understanding between doctor and patient not to go on with treatment until death. Thus the decision not to give antibiotics to a patient in the final stages of lung cancer might have to be taken more explicitly in hospital than at home. One should, however, be cautious with this type of reasoning.
Younger general practitioners discuss end of life decisions more often with the patient, which could imply that in the future open discussion with the patient will be seen as able to establish competence of patient from answers because answer on question "Why was the decision not discussed with the patient" was in most instances "this end of life decision was clearly the best for the patient" or "discussion would have done more harm than good."
(double dagger)Discussion with patient must have taken place before patient became incompetent. 
practitioners who discussed decision
Characteristic with colleague ------------------------------------------------------------------------
Age patient (years)***:
<80 (n=111) 57
>=80 (n=69) 19
Competent or competence uncertain (n=120)(dagger) 54
Not competent (n=58)(double dagger) 19
Discussion with patient***:
No (n=79) 15
How long life was shortened (weeks)***:
<1 (n=125) 33
>=1 (n=53) 64
Size of practice*: <2500 (n=115) 49
>=2500 (n=65) 31
Type of practice*:
Singlehanded (n=102) 34
Other (n=78) 53
------------------------------------------------------------------------
(dagger)In cases in which competence was uncertain researchers were not able to establish competence of patient from answers because answer on question "Why was the decision not discussed with the patient" was in most instances "this end of life decision was clearly the best for the patient" or "discussion would have done more harm than good."
(double dagger)Discussion with patient must have taken place before patient became incompetent.
Contact us -Privacy policy -Web site terms & conditions -Site map HighWire Press -Feedback -Help -© 1994 BMJ Publishing Group Ltd. more a matter of course. 12, 13 The strong positive association between the consultation of a colleague and whether the decision was discussed with the patient might reflect differences in the attitudes of physicians and also differences in how difficult the decision was to make.
Conclusion s
We conclude that differences in work situation between general practitioners and hospital doctors and differences between individual general practitioners contribute to differences in the number and type of end of life decisions as well as in the decision making process.
